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1.  Introduction 


Breast  cancer  is  a  major  public  health  problem  in  the  United  States  accounting  for  nearly  30%  of 
all  cancers  and  18%  of  all  cancer  deaths  occurring  in  women  (1).  It  affects  one  in  nine  white 
women,  one  in  eleven  black  women  and  one  in  eighteen  Hispanic  and  Chinese  women  in  their 
lifetime.  Based  on  current  mortality  rates  in  California,  one  in  thirty  black  women,  one  in  thirty- 
six  white  women  and  one  in  seventy  Hispanic  women,  and  one  in  eighty  Chinese  women  will  die 
of  breast  cancer. 

Although  about  one  quarter  of  cancer  patients  in  the  United  States  use  alternative  therapies  (2,3), 
ethnic  differences  in  the  use  and  consequences  of  these  therapies  have  not  been  examined.  Our 
long  range  goal  is  to  assess  outcomes  including  cost,  quality  of  life,  recurrence  and  survival 
among  breast  cancer  patients  in  four  ethnic  groups  in  San  Francisco,  California  using  conventional 
and  alternative  therapies. 

The  specific  aims  of  this  study  are: 

1.  To  determine  the  types  of  alternative  and  conventional  therapies  used  by  women  in  four 
different  ethnic  groups  in  San  Francisco  who  were  diagnosed  with  breast  cancer  between  1990 
and  1992.  The  ethnic  groups  to  be  studied  are  Hispanics,  whites,  blacks,  and  Chinese— 
Americans. 

2.  To  determine  the  prevalence  of  use  of  conventional  and  alternatives  cancer  therapies  alone  in 
combinations. 

3.  To  assess  the  frequency  and  length  of  use  of  various  medical  care  alternatives  before  and  after 
cancer  diagnosis  confirmation. 

4.  To  determine  the  influences,  if  any,  of  ethnicity,  nativity  (foreign  vs.  US  born),  length  in  the 
US,  acculturation,  family  income,  education,  religion,  social  support,  health  insurance  status,  first 
degree  family  history  of  breast  cancer,  age  at  diagnosis,  stage  at  diagnosis,  node  involvement,  and 
estrogen  receptor  status  on  the  use  of  different  therapies. 

We  propose  to  conduct  telephone  interviews  on  approximately  400  breast  cancer  patients  and 
assess  their  treatment  choices  and  factors  influencing  the  choice. 

II.  Task  Completed  in  the  Past  Year 

1.  A  part-time  research  coordinator  was  hired  in  October  1994  who  also  speaks  Chinese  and 
serves  as  a  Chinese  interviewer.  Another  Spanish  bilingual  survey  worker  was  hired  in  June  1995. 

2.  Approximately  600  abstract  forms  with  medical  and  surgical  information  on  women  diagnosed 
with  in  situ  and  invasive  breast  cancer  in  San  Francisco  city  and  county  between  January  1990  to 
December  1992  were  requested  from  the  California  Tumor  Registry  which  was  operated  by  the 
Northern  California  Cancer  Center. 
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3.  Development  of  the  Survey  Instrument 

(a)  The  questionnaire  of  the  study  was  developed  and  translated  into  Chinese  and  Spanish  in 
January  1995.  (See  Appendix  I) 

(b)  A  physician  letter,  a  deceased  patient  physician  letter,  a  case  letter  and  consent  form  were 
finalized  in  January  1995.  (See  Appendix  II) 

(c)  Pilot  tested,  revised  and  finalized  the  questionnaire  in  February  1995. 

(d)  Back  translating  the  translated  questionnaire  into  English  was  completed  in  March  1995. 

(e)  An  interviewer’s  training  manual  has  been  prepared  to  explain  the  background  and  the 
purpose  of  the  study,  including  question  by  question  instructions  of  the  survey 
questionnaire.  (See  Appendix  III) 

4.  Telephone  Survey  and  Data  Processing 

The  telephone  interviews  began  in  March,  between  March  1  and  August  15,  1995,  a  total  of  369 
physician  letters  were  sent,  and  264  case  letters  were  mailed.  121  interviews  have  been 
completed.  Of  these,  35  were  whites,  28  were  blacks,  23  were  Hispanics,  and  35  were  Chinese. 
All  the  completed  surveys  have  been  edited,  and  the  collected  data  has  been  entered  into  the 
computer. 

The  following  tables  shows  the  preliminary  data. 

Table  1 ;  Indicates  case  status  as  of  8/15/95 

Chinese  cases  have  the  highest  refusal.  The  reason  for  this  needs  fiarther  explanation.  The  other 
investigators  from  the  Northern  California  Cancer  Center  have  experienced  similar  high  refusal  in 
the  past,  there  is  suspicion  and  distrust  in  the  Chinese  community. 

Table  2:  Shows  the  type  of  treatment  for  breast  cancer  by  four  ethnic  groups 

It  is  evident  that  ethnic  differences  prevail  in  the  use  of  various  therapies  for  breast  cancer. 

White  cases  used  more  dietary  regimen  and  psychological  methods  than  other  ethnic  groups. 

The  other  treatment  was  mainly  Tamoxifen. 
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Table  1 

Breast  Cancer  Therapy  Study 
Case  Status 


f 


Date:  8/15/95 


White 

Black 

Hispanic 

Chinese 

Number  of  MD  letters  sent 

76 

81 

92 

130 

Number  MD  refusals 

1 

4 

0 

1 

Number  deceased 

5 

11 

6 

10 

Number  subject  letters  sent 

70 

66 

52 

76 

Number  subjects  on  hold 
(NA/CB) 

28 

17 

20 

12 

Number  subjects  being 
traced 

2 

14 

5 

6 

Number  deceased/no  proxy 

0 

3 

0 

3 

Number  subjects  refused 

3 

1 

1 

19 

Number  never  had  breast 

cancer 

2 

2 

3 

1 

Number  subjects  completed 
interviews 

35 

28 

23 

35 

Number  questionnaire 
edited  and  coded 

34 

23 

23 

32 

Number  questionnaire  key 
punched 

34 

23 

23 

27 

3 


7 


White 

% 

Black 

% 

Hispanic 

% 

Surgery 

Yes 

100 

100 

100 

Chemotherapy 

Yes 

29 

30 

43 

Radiation 

Yes 

57 

35 

57 

Macrobiotics 

Yes 

3 

0 

0 

Megavitamins 

Yes 

6 

4 

4 

Other  Diet  Regimen 

Yes 

i 

26 

4 

13 

Homeopathy 

Yes 

3 

4 

0 

Herbal  Remedies 

Yes 

i 

9 

9 

4 

Psychological  Methods 

Yes 

20 

13 

0 

Physical  Methods 

Yes 

11 

4 

9 

Immune  Therapy 

Yes 

0 

0 

0 

Other  Treatments 

Yes 

23 

22 

48 

Conclusions 


We  will  continue  conducting  telephone  interviews  for  breast  cancer  patients  in  the  next  half  year. 
Statistical  data  analysis  will  be  performed  in  the  last  six  months  of  the  study.  No  changes  of 
future  work  is  recommended. 
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Appendix  I 
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02/16/95 


LD. 


Confidential  Qncftionnaire 

Department  of  Epidemiology  and  Blostatistlcs  (Box  0560) 

University  of  Califomta*  San  Francisco 
Choices  of  Breast  Cancer  Therapy  Study 
(415)  476-0743 

Time  Interview  Started: 

Interviewer’s  Initials:  _ 

Time  Interview  Ended  _ 

Today’s  Date: 

Month  Date  Year 

□  Check  here  if  this  is  a  proxy  interview.  What  is  your  relationship  to:  _ _ 

Relationship: _ _ 

How  long  have  you  known  her? _  _ 

years  months 

□  Check  here  if  case  is  deceased. 

/ 

Hello,  ray  narac  is _ from  the  University  of  Califonua,  San 

Francisco.  I  am  going  to  ask  you  a  scries  of  questions  for  the  Choices  of  Breast 
Cancer  Therapy  study  we  are  conducting.  All  infonnadon  you  give  me  is 
confidential  and  will  be  used  only  in  statistical  summaries.  Please  feel  free  to  ask 
me  for  clarification  if  there  is  any  question  you  do  not  understand. 

Do  you  have  any  questions  before  we  begin? 


Quality  of  the  interview:  Good _  Fair  __  Poor 

Questionnaire  Edited  By;  _ _ on _ 

initials  date. 


Case's  Diagnosis  Date: 

Month  Date  Year 


study  I.D.: 


Date  of  interview: 
Name  of  interviewer: 


4 f  f  ij  »J)  fj |l. 

Before  we  start  the  interview,  I  need  to  confirm  your  eiigibiiity  for  our  study. 


ill  Kl  A ^^4  ’/'c- ' , 

Have  you  ever  been  diagnosed  with  oreast  cancer? 


Yes  1 

Right  now  we  are  interviewing  only  women  who  have  had  breast  cancer. 
But  thank  you  very  much  for  your  willingness  to  help. 

^  ifl ,  -f?  jK#  mi4¥}^  ■ 

Don't  know  '  n  i  v  /  ,  ^ 


fcM  4  tR44?  "ft  ^ 

you  first  diagnosed  with  oreast  cancer? 


9  (SKIP  TO  Q3] 


_ _ / _ 

fTYonth  year 


Now  I'd  like  to  ask  you  some  questions  about  yourself. 

3.  What  language  is  rno^  often  spoken  in  your  home? 


Spanish  1 

Chinese  2 

English  3 

Both  Spanish/English  equally  4 

Both  Chinese/English  equally  5 

Other _  6 

Don't  know  9 


4. 


•  l3'L’ 

How  would  you  rate  your  health  nowadays?  Would  yoi 


you  rare  your 


nowadays? 


you  say  it  is: 


(  READ  ALL  CATEGORIES  ) 


Excellent  1 

Good  ^  ,  2 

Fair  4  3 

Poor  4 

Don't  know  9 


1 


5.  How  wouTd  you  rati 

diagnosis?  Would  you  say  it  was: 

(  READ  ALL  CATEGORIES  ) 


uring  your  adulthood 


jefofe  the  breast  cancer 


Excellent 

Good 

Fair 

Poor 

Don't  know 


1 

2 

3 

4 
9 


6. 


How  was  your  breast  cancer  first  discovered? 
Was  it: 

(  READ  ALL  CATEGORIES  ) 


By  yourself 
By  clinical  exam 
By  mammogram 
Other  {specify)_ 
Don't  know 


1  (SKIP  TO  Q7b] 

2 

3 

4 
9 


7a.  Before  you  were  first  diagnosed  with  breast  cancer,  did  you  notice  that  something 
might  be  wrong? 


Yes 

No 

Don't  know 


1 

2  [SKIP  TO  08] 
9 


7b. 


What  was  It  you  noticed?  [RECORD  VERBATIM] 


(days)  (months) 


2 


therapies  you  may  have  used 


TREATMENT  FOR  BREAST  CANCER 

kAA  t  -$■  iM 

I'm  going  to  ask  you  some  questions  about  treatments  and  therapies  you  may  ! 
to  help  you  deal  with  breast  cancer. 

8.  As  a  result  of  the  diagnosis  of  breast  cancer,  did  you  have  (treatment)! 


(READ  ALL  THE  CATEGORIES) 


No  DK 


a  .Surgery 

b.  Chemotherapy 

c.  Radiation  therapy 


As  a  result  of  the  diagnosis  of  breast  cancer,  have  you  tried  (treatment)? 


(READ  ALL  THE  CATEGORIES) 


d  Macrobiotic  diet  1 

e.  Megavitamin  therapy  1 

f.  Other  dietary  therapy 

(  Specify - 1 

g.  Homeopathy  1 

h.  Herbal  remedies  ^  ^  ^5  1 

i.  Psychological  methods  ^ 

(e.g.  meditation,  imagery)  1 

j.  Faith/spiritual  healing  1 

k.  Physical  methods 

(e.g.  massage,  relaxation, acupressure/  acupuncture)  1 

l.  Immune  therapy 

(e.g.  Livingston  Therapy,  I  A  T)  1 


i/Vere  there  any  other  treatments  or  therapies 
you  tried  as  a  result  of  your  breast  cancer  diagnosis? 


(If  yes,  please  specify 


3 


«  « 

JS  c 

*0  o 


^  «0 


THE  MOST  SEVERE  SURGERY  THAT  THE 
RESPONDENT  HAD. 


.  .  No  travel  involved  0  No  travel  involved  0  No  travel  involved  0  No  travel  involved  0 

each  time  (FOR 

CHEMOTHERAPY  AND  Doniknow  999  Doniknow  999  Doniknow  999  Doniknow  999 

RADIATION  ONLY)  ? 


SURGERY  RECONSTRUCTIVE  CHEMOTHERAPY  RADIATION 

SURGERY 
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TREATMENT:  TREATMENT:  TREATMENT:  TREATMENT: 


Don’t  know  99  Don’t  know  99  Don’t  know  99  Don’t  know 


TREATMENT:  TREATMENT:  TREATMENT:  TREATMENT 


L3 


In  what  ways  do  you 
feel  this  (treatment)  has 
harmed  you? 

[RECORD  VERBATIM] 


TREATMENT:  TREATMENT:  TREATMENT:  TREATMENT: 


TREATMENT:  TREATMENT:  TREATMENT:  TREATMENT: 


26. 


Now  rm  'of 

^STn^sr  ^  .heZAu^m?S*cSr 

(READ  ALL  THE  CATEGORIES) 

a.  Tumor  or  cancor  (othar  than  braast  cancar) 

4c 

b.  Digestive  problems 


L^i 


Yss. 


c.  Urinafy/bladder  problems 


d.  Gyrf^^olSglcai/menstrual  problems 

e.  Si^^^pfofleis 

A  # 

1  Obesity 


g.  Depression 

h.  Insomnia 

i. 


,  aKI 


k.  Back'ioltets 


ui^afi  Immurtal  D^fi^:iency  Virus  (HIV) 


l. 

m. 


leadaches 
ther  ( If  yes,  specify 


) 


1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 


2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 


DK 


9 

9 

9 

9 

9 

9 

9 

9 

9 

9 

9 

9 

9 


Now  I  d  like  to  ask  you  some  questions  about  your  family  history. 
Uid  your  mother  ever  have  breast  cancer? 


27 


28. 


Yes 

No 

Don't  know 


How  many  natural  sisters,  including  half  sisters!  do  you  hive?  ' 


1 

2 

9 


[IF  NQNE.  SKIP  TO  QUESTION  30] 


29.  Did  any  of  them/she  ever  have  breast  cancer? 


31. 


Yes  [Specify  how  many . 
No 

Don't  know 


30.  How  many  daughters  do  you  have? 

[IF  NONE,  SKIP  TO  QUESTION  32] 

i€l ^ 
Did  any  of  them/she  ever  have  breast  cancer? 


32. 


Yes  [Specify  how  many _ ] 

No 

Don't  know 


] 


33. 


Yes  [  Specify  patemal/maternal/both  _ 

No 

Don't  know 

&tS  SSiiS&MM&.L.  ^ 


Yes 

No 

Don't  know 


1 

2 

9 


1 

2 

9 


1 

2 

9 


1 

2 

9 


[IF  yes.  FOR  ANY  RELATIVES  AND/OR  FRIENDS.  ASK  Q34; 
OTHERWISE  SKIP  TO  035.] 


your  choices  of  breast  cancer  treatments? 


Yes 

No 

Don't  know 


influence 


17 


35. 


of  groups  at  least  once  a  month? 

( READ  ALL  CATEGORIES  ) 

A  religious  group?  .  ^  ^  , 

'I# 

A  non-reliqious  social  or  recreational  group? 

it^ch\^S^,tAas  Pmir 


the  following  kinds 
YES  NO  DK 


fessignal  association?  i 


1 


,  -  concerned  with  'childly,  such''ai  PTA  or  Boy  Scouts? 
jrpup  concerned  with  community  betteriTTent,  charity,  or  service?  1 


2 

2 

2 

2 

2 

2 


9 

9 

9 

9 

9 

9 


36. 


UM-t  ■  WM~-  ■ 

Before  you  were  diagnosed  with  broaat  cancer,  now  satisfied  were 
you  with  your  personal  life?  Would  you  say  very  satisfied. 

generally  satisfied,  somewhat  satisfi^,  generally  dissatisfied,  or  ^  vA  / 

very  dissatisfied?  ‘  Mi 


Very  satisfied 
Generally  satisfied 
Somewhat  satisfied 
Generally  dissatisfied 
Very  dissatisfied 
Don't  know 


1 

2 

3 

4 

5 
9 


37. 


InlernfS^f  your  satisfaction  with  your  personal  life  before  the  breast  cancer 

ing  as  poor,  fair,  good,  very  good,  or  excellent; 


imerms'OT  your 
diagnosis,  please  rate  the 

(  READ  ALL  CATEGORIES  ) 


U/l 


1  he  amount  of  togetherness 
and  cohesion  you  had  with 
either  family  or  friends 


he  supporf  and  understanding 
you  gave  each  other 

he"'Sm'6u'myll1a1kedUNngV 

over 


Q22E 


fair 


good  very  good  excellent 


Before  this  breast  cancer  diagnosis,  how  much  of  the  time  did  you  enjoy  the 
things  you  did?  Would  you  say  all  of  the  time,  usually,  sometimes,  a  little  of  the 
time.  Of  never?  ■’ 


All  of  the  time 

Usually 

Sometimes 

A  little  of  the  time 

Never 

Don't  know 


since  >01'  fdtind  out  tharyou  had  breast  cancer,  have  you  started,  stopped, 
X)ntinued  to  do,  or  continued  not  to  do  each  of  these  things:  '/L  ^ 


bincfe  >01'  found  out  that  you  had  breast  cancer,  hav< 
continued  to  do,  or  continued  not  to  do  each  of  these 

{  READ  ALL  CATEGORIES  )  started  stepped 

Exergsing  1  2 


Wa>?lcot32L 


C^uhsell^^of  anT  l^d 
^endtn^a ^pTOrt^  rc 


group 


cflptinugd 

tpdo 


continued 
not  to  do 


Now  I'd  like  to  ask  you  a  few  questions  about  your  menstrual  history  and 

baekground.tjQ,#^.fll;gr5!,^^  . 


How  old  were  you  when  you  had  your  first 


your  first  menstrual  period? 


(years) 


.1 

41.  Have^you  reached  rnenopause. 


also  known  as  'the  change  of  life'? 


Yes 

No 

Don't  know 


2  [SKIP  TO  Q43] 
9 


How  old  were  you  when  you  had  your  last  mt 


you  had  your  last  menstrual  period? 


(years) 


43. 


■  iwv  iiiwAiij  iiiiiww  iivAvw  jw  wvfwi  I  1^1  im  li  : 

Please  include  ail  pregnancies,  live  births,  s 
tubal  or  ectopic  pregnancies,  and  abortions. 


t^1  bii4is? 


miscarriages. 


1  [SKIP  TO  046] 

2 
9 


U.S.A. 

Other _ 

Don't  know 


45. 


How  many  years  have  you  lived  in  the  U.S.? 


(years) 


46. 


How  long  have  you  lived  in  San  Francisco? 


(years) 


47.  Around  trfe^  time  when  the  breast  cancer  w 


Around  tl^  time  wben  tfie  breast  cancer  was  diagnosed. 
1.  Were  you  living  alone? 


Yes 

No 

Don't  know 


1 

2 

9 


Married  or  living  with  someone  1 

Previously  married,  now  single  2 

Never  married  3 

Don't  Know  9 


47c. 


was  your  religion  at  the  time 


of  your  breast  cancer  diagnosis? 


Protestant  1 

Catholic  2 

Jewish  3 

Islam/Muslim  4 

Buddhist  5 

Ancestor  worship  6 

Other  _ _  7 

Combination _  8 

No  Preference  9 

None  1 0 


Around  me  time  whenihe  breast  cancer  was  diagnosed,  what  kind  of  health  care 
coverage  or  insurance  did  you  have,  if  any,  such  as  Kaiser,  Health  Net,  Take 
Care,  Blue  Cross.  Blue  Shield,  MediCal,  or  Medicare? 


Government  (MediCal,  Medicare,  Veterans  Administration)  1 

Private  insurance  or  HMO  _ _  2 

None  3 

Don't  know  9 

^■Ih  Laji  H  '  ''!(■' 

48.  What  was  the  highest  grade  of  school  you  have  completed,  not  including 
English  language  classes  and  job  training  classes? 


None 

Elementary 

Junior  High 

High  School 

Some  Undergraduate 

Undergraduate  Degree 

Graduate  School 

Don’t  know 


1 

2 

3 

4 

5 

6 
7 
9 
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Finally,  I  have  a  question  about  your  househoTd  income.  We  understand  that  It  may  be 
difficult  to  estimate  income.  However,  this  information  will  help  us  to  understand  more 
about  the  factors  influencing  treatment  choices  in  pur  community. .  Tbis  information  as  all 
other  data  will  be  strictly  confidential. 


49. 


50. 


51. 


During  the  last  year  (199 _ ),  how  many  people  depended  on  your 

total  household  income?  ,  . 

4M  - 


I  would  like  to  read  you  a  list  of  income  categories. Please  estimate  the  approximate 

total  pre-tax  income  of  your  household  for  the  last  year,  199 _ ?  Please  include 

money  received  from  job  wages,  social  security  income,  retirement  benefits, 
unemployment  benefits,  welfare  programs,  etc.  Would  you  say:  ^ 

(  READ  ALL  CATEGORIES  )  o 


Less  than  $10,000 
$10,001 -$20,000 
$20,001 -$40,000 
$40,001 -$60,000 
$60,001  or  more 
Refused 
Don't  know 


'^4^4 1^1  ‘/i ^  ’ 

ii-L-- 


1 

2 

3 

4 

5 
8 
9 


Are  there  two  people.  Close  triends  or  relatives,  that  we  could  contact  in  case  you 
move  and  we  need  to  contact  you?  What  are  their  names  and  telephone^  _  ^  ^  ^ 

numbers?  ■ 


Name 


Phone  number 


1) 


52. 


2) 


'’35  ‘  ^  '■'9  ^ 

Those  are  all  the  questions  I  have  for  you.  Do  you  have  any  comments  or  questions? 


53.  [DO  NOT  READ]  Did  subject  request  results? 

Yes  1 

No  2 

THANK  YOU  VERY  MUCH  FOR  YOUR  PARTICIPATION. 
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06/01/95 


1.  D. 


Cuestionario  Confidcncial 


Departamento  de  Epidemiologfa  y  Bioestadisticas  (Box  0560) 
Universidad  de  California,  San  Francisco 
Estudio  sobrc  Alternativas  dc  Terapia  para  el  C4ncer  en  el  Seno 

(415)476-0743 


Tiempo  en  que  comenz6  la  entrevista: 

Iniciales  del  enlrevistador: _ 

Tiempo  en  que  termind  la  entrevista: . 


Marque  aquf  si  la  entrevista  es  con  un 
Relacidn:^ _ _ 

^Por  cuinto  tiempo  la  ha  conocido?  _ 


Fecha  en  que  se  diagnostico  el  caso: 


Mes  Dia  Ano 


Fecha  del  dia  de  hoy: 


Mes  Dia  Ano 


apoderado.  lOxH  es  la  relacidn  con: 


7 


Afios  Meses 


Marque  aquf  si  la  persona  ha  muerto. 

Hola,  mi  nombre  es _ de  la  Universidad  de  California,  en  San  Francisco.  Le  voy  a  hacer  una 

sene  de  pteguntas  para  un  estudio  que  estamos  haciendo  sobre  las  alternativas  de  ter^ia  para  el  c4ncer  en  el  seno.  Toda 
la  informaddn  que  usted  me  de  es  confidcncial  y  seri  usada  Mcamente  en  resumenes  estadlsticos.  Por  favor  sientase 
contoda  libertad  de  pedirme  que  le  aclare  si  hay  alguna  pregunta  que  no  entiende. 

(,Tiene  alguna  pregunta  antes  de  que  empecemos? 

Calidad  de  la  entrevista:  Buena _  Regular -  Mala - 

Cuestionario  editado  por: _ el - 


Iniciales 


Fecha 


I 


Estudio  #: 


Fecha  de  la  entrevista: 


Nombre  del  Entrevistador:  _ 

Antes  de  comenzar  la  entrevista,  necesito  conflrmar  si  Ud.  califica  para  nuestro 
estudio. 

1 .  ^Alguna  vez  le  ban  diagnosticado  cdncer  en  el  seno? 


Sf  1 

No  2  (iPARE!) 

Ahora  s6lo  estamos  entrevistando  a  mujeres  que  hayan 
tenido  cdncer  en  el  seno.  Pero  rauchas  gracias  por  estar 
dispuesta  a  ayudar. 

No  sabe  9  PASE  AL  3 

2.  ^Cu^ndo  le  diagnosticaron  por  primera  vez _ ! _ 

Ccincer  en  el  seno  nies  ano 


Ahora  me  gustana  hacerle  unas  preguntas  acerca  de  Ud. 

3 .  ^Qu6  idioma  se  habla  a  raenudo  en  la  casa? 


Espanol  1 

Dialecto  Chino  2 

Ingl6s  3 

Ambos  Espanol/Ingles  por  igual  4 

Ambos  Dialecto  ChinoAngl6s  por  igual  5 

Otro  _ _  6 

No  sabe  9 


4.  ^Cdmo  catalogaria  su  salud  en  este  momento?  Dirfa  que  es: 

(LEA  TOD  AS  LAS  CATEGORIAS) 


Excelente  1 

Buena  2 

Regular  3 

Mala  4 

No  sabe  9 


1 


^C6mo  catalogaria  su  salud  como  adulta  antes  de  que  le  diagnosticaran  cdncer  cn  el  seno?  Diria 
que  era; 

(LEA  TOD  AS  LAS  C  ATEGORIAS) 


Excelente  1 

Buena  2 

Regular  3 

Mala  4 

No  sabe  9 


^C6rao  le  descubrieron  el  c^cer  en  el  seno? 
Fu6: 

(LEATODAS  LAS  C  ATEGORIAS) 

Ud.  misma 
Un  exdmen  medico 
Un  mamograma 

Otro  (especifique)  _ _ 

No  sabe 


1  (PASEALTb) 

2 

3 

4 
9 


i,  Antes  de  que  le  diagnosticaran  cancer  en  el  seno,  not6  que  algo  podria 


SI 

No 

No  sabe 


1 

2  (PASE 
9 


^Qu6  fu6  lo  que  not6?  (ESCRDBA  PALABRA  POR  PALABRA) 


andar  raal? 
AL8) 


^Cuinto  tiempo  antes  de  que  el  diagndstico  de  cdncer  en  el  seno  fuera  confmuado  not6  Ud.  que 
algo  podfa  andar  mal? 


(dias) 


(raeses) 


TRATAMIENTO  PARA  CANCER  EN  EL  SENO 


Le  voy  a  hacer  algunas  prcguntas  acerca  de  los  tratamientos  y  terapias  que  Ud.  puede  haber  usado  para 
ayudar  a  controlar  el  c^cer  en  el  seno. 


8 .  Como  resultado  del  diagndstico  del  c^cer  en  el  seno,  i  recibid  (tratamiento)? 

(LEA  TODAS  LAS  C  ATEGORIAS)  Si _ No - No  Sabe 


a.  Cinigia 

b.  Quimioterapia 

c.  Radiacidn 


Como  resultado  del  diagndstico  del  cincer  en  el  seno,  ha  probado  (tratamiento)? 


(LEA  TODAS  LAS  C  ATEGORIAS) 


Si  No  No  sabe 


d .  Dieta  macrobidtica 

e .  Terapia  de  megavitaminas 

f .  Otra  terapia  dietdtica 

(Especifique  _ _ ) 

g.  Homeopatfa 

h .  Remedies  de  hierbas 

i.  Mdtodos  psicoldgicos 

(ej.,  meditacidn,  visualizacidn 

j.  F^Cura  espiritual 

k.  Mdtodos  fisicos 

(ej.,  masajes,  relajacidn,  acupresidn/ 
acupuntura) 

l .  Terapia  de  inmunizacidn 

(ej.,  Terapia  de  Livingston,  I A  T) 


1  2  9 

1  2  9 

1  2  9 

1  2  9 

1  2  9 

1  2  9 

1  2  9 


1  2  9 

1  2  9 


9 .  ^Ha  habido  cualquier  tratamiento  o  terapia  que  haya  probado  como  resultado  del 
diagndstico  del  cancer  en  el  seno?  12  9 


(Si  sf,  por  favor  especifique 


) 


3 


Ahora  le  voy  a  hacer  algunas  preguntas  acerca  de  cada  uno  de  los  tratamientos  que  Ud.  ha  tenido  o  seguido 
despues  del  diagnostico  del  cancer  en  el  seno. 

Vamos  a  empezar  con  el  primero. 


CIRUGIA  CIRUGIA  QUIMIOTERAPIA  RADIACION 
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TRATAMIENTO:  TRATAMIENTO:  TRATAMIENTO:  TRATAMDENTO: 


Nosabe _ 9  I  No  sabe _ 9  |  No  sabe _ 9  ,  { ,Np.sa^ 


TRATAMIENTO:  TRATAMIENTO:  TRATAMIENTO:  TRATAMIENTO: 


(PASE  al  16a)  (PASE  al  16a) 


TRATAMIENTO:  TRATAMIENTO:  TRATAMIENTO:  TRATAMIENTO: 


cs  m  ov 


On 

On 


10 


TRATAMIENTO:  TRATAMffiNTO:  TRATAMIENTO:  TRATAMIENTO: 


T3  O  c 

^  g'i 
u3  «  2 


TRATAMIENTO:  TRATAMIENTO:  TRATAMIENTO:  TRATAMIENTO: 


TRATAMIENTO:  TRATAMBENTO:  TRATAMIENTO:  TRATAMEENTO: 


14 


TRATAMIENTO:  TRATAMBENTO:  TRATAMIENTO:  TRATAMIENTO: 


26.  Ahora  le  voy  a  leer  una  lista  de  enfermedades  y  sfntomas.  ^Por  favor  dfgame  si  Ud.  tuvo 
alguna  de  estas  enfermedades  y/o  sfntomas  en  los  dos  aflos  antes  del  diagndstico  de 
cdncer  en  el  seno?  For  favor  conteste  si  o  no. 

(LEA  TOD  AS  LAS  CATEGORIAS)  Sf  No  No  sabe 


a. 

Tumor  o  cdncer  (adem^  de  ciincer 
en  el  seno) 

1 

2 

9 

b. 

Problemas  digesdvos 

1 

2 

9 

c. 

EYoblemas  de  la  vejiga  o  el 
sisteraa  urinario 

1 

2 

9 

d. 

Problemas  ginecoldgicos  o  menstruales 

1 

2 

9 

e. 

Problemas  de  la  piel 

1 

2 

9 

f. 

Obesidad 

1 

2 

9 

g- 

Depresidn 

1 

2 

9 

h. 

Insoranio 

1 

2 

9 

i. 

Virus  de  Inmunodeficiencia  Humana 

1 

2 

9 

j- 

Artritis 

1 

2 

9 

k. 

Problemas  de  la  espalda 

1 

2 

9 

1. 

Dolores  de  cabeza 

1 

2 

9 

m. 

Otrn  (Si  sf,  especifique  ) 

1 

2 

9 

Ahora  me  gustaria  hacerle  algunas  preguntas  acerca  de  su 

27.  ^Alguna  vez  sufri6  su  madre  de  cancer  en  el  seno? 

Sf 

No 

No  sabe 


historia  familiar. 


1 

2 

9 


28.  ^Cudntas  hermanas,  incluyendo  raedias-hermanas,  tiene?  _ 

(SI  NTNOUNA.  PASE  A  LA  PREGUNTA  30) 

29 .  ^Alguna  de  ellas/ella  ha  tenido  alguna  vez  cdncer  en  el  seno? 

Sf  (Especifique  cudntas _ )  1 

No  2 

No  sabe  9 
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'  30.  iCuintas  hijas  tiene?  — 

(SI  NINGUNA,  PASE  A  LA  PREGUNTA  32) 


3 1 .  Alguna  de  ellas  o  ella  ha  tenido  alguna  vez  c^cer  en  el  seno? 

Si  (Especifique  cudntas _ ) 

No 

No  sabe 

3  2 .  6  Alguna  de  sus  abuelas  ha  tenido  alguna  vez  cincer  en  el  seno? 

Si  (Especifique  patema/matema/ambas - J 

No 

No  sabe 


3  3  ^Ha  tenido  alguna  vez  alguna  de  sus  niejores  araigas  c^cer  en  el  seno? 

Si 

No 

No  sabe 


1 

2 

9 


(SI  RESPONDE  SLPARA  CUALQUIERA  DE  LOS  FAMILIARES  Y/0  AMIGAS, 
PREGUNTE  LA  34;  DE  OTRA  MANERA  PASE  A  35) 


34. 


4EI  hecho  de  que  su(s)  familiar(es)  y/o  amiga(s)  tuviera  cdncer  en  el  seno  influyd  en  el 
tratamiento  que  Ud.  escogid? 


Si 

No 

No  sabe 


1 

2 

9 


35 .  i Antes  de  padecer  de  cancer  en  el  seno,  participd  en  alguno  de  los  siguientes  grapos  por  lo 
menos  una  vez  al  mes? 


(LEA  TODAS  LAS  CATEGORIAS) 


Sf  No  No  sabe 


Grupo  Religiose 

Grupo  socM  0  recreacional  no  religioso 
Grupo  greraial,  coniercial  0  asociacidn 
profesional 

Grupo  que  se  preocupa  por  los  ninos,  tales 
como  PTA  0  Boy  Scouts 
Grupo  para  mejora  de  la  coniunidad,  de  caridad 
0  servicio 

Cualquier  otro  grupo  _____ - 


1  2  9 

1  2  9 

1  2  9 

1  2  9 

1  2  9 

1  2  9 


17 


;  Antes  de  que  le  fuera  diagnosticado  c^incer  en  el  seno,  cudn  satisfecha  estaba  Ud.  con  su  vida 
personal?  loirla  Ud.  que  rauy  satisfecha,  generalmente  satisfecha,  de  alguna  manera 
satisfecha,  generalmente  descontenta  o  muy  descontenta? 


Muy  satisfecha 
Generalmente  satisfecha 
De  alguna  manera  satisfecha 
Generalmente  descontenta 
Muy  descontenta 
No  sabe 


En  t6rminos  de  su  satisfaccidn  con  su  vida  personal  antes  del  diagndstico  de  cancer  en  el  seno, 
por  favor  evalue  lo  siguiente  como  malo,  regular,  bueno,  muy  bueno  o  excelente: 

(LEA  TODAS  LAS  CATEGORIAS) 


malo 

El  grade  de  unidn 
y  cohesidn  que  tenfa  ya 
sea.con  su  familia  o 
amigos(as)  1 

El  apoyo  y  comprensidn 
que  se  daban  entre  sf  1 

Lo  mucho  que  hablaban 
acerca  de  las  cosas  1 


regular  bueno  muv  bueno  excelente 


2  3 


4  5 


2  3 


4  5 


2 


3  4  5 


;  Antes  de  6ste  diagndstico  de  c^cer  en  el  seno,  cuinto  disfrutaba  generalmente  las  cosas  que 
hacia?.  Diria  que  todo  el  tiempo,  usualmente,  algunas  veces,  poco  tiempo  o  nunca? 

Todo  el  tiempo  1 

Usualmente  ^ 

Algunas  veces  3 

Poco  tiempo  j 

Nunca  ^ 

No  sabe  " 


Desde  que  supo  que  tenfa  cancer  en  el  seno,  ha  comenzado,  ha  parado,  ha  continuado  haciendo 
o  no  ha  continuado  haciendo  cada  una  de  estas  cosas: 


(LEA  TODAS  LAS  CATEGORIAS)  comenzado  jjaiada  continuado 

haciendo 


no  ha  continuado 
haciendo 


Ejercicios 

Fumar 

Ingerir  alcohol 
Consejerfa  de 
alguna  clase 
Asistir  a  grupos 
de  apoyo 


1  2  3 

1  2  3 

1  2  3 


4 

4 

4 


1  2  3 


4 


1 


2  3  4 


Ahora  me  gustaria  hacerle  algunas  preguntas  acerca  de  su  historia  menstrual  y  sus 
antecedentes. 

40.  iQu6  edad  tenfa  Ud.  cuando  Ic  tuvo  su  primer  perfodo  menstrual? 

_ anos 


4 1  ^Ha  Uegado  Ud.  a  su  nienopausia,  la  cual  tarabi^n  se  conoce  corao  “el  carabio  de  vida”? 

Sf 
No 

No  sabe 


42.  cuando  tuvo  su  ultimo  perfodo  menstrual? 

_ _anos 


43.  ^Cudntas  veces  ha  estado  Ud.  embanizada?  Por  favor  incluya  todos  los  erabarazos, 
nacimientos  norraales,  muertes  del  feto,  pdrdidas,  embarazos  ectdpicos  y  abortos. 


44 .  /En  qu6  pafs  nacid? 

U.S.A. 

Otro _ 

No  sabe 


45 .  ^Cudntos  anos  ha  vivido  en  U.S. A.? 

(anos) 


46.  ^Gudnto  tiempo  ha  vivido  en  San  Francisco?  _ 

(anos) 


47 .  Cuando  le  diagnosticaron  cincer  en  el  seno 
a.  ^Estaba  Ud.  viviendo  sola? 

S(  1 

No  2 

No  sabe  9 


1  (PASEAL46) 

2 
9 


1 

2(PASEAL43) 

9 
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47  b .  estado  civil  cnlonces? 


Casada  o  vivicndo  con  alguien  1 

Casada  anteriormcte,  ahora  soltera  2 

Nunca  se  ha  casado  3 

No  sabe  9 


47c  era  su  rcligidn  cuando  le  diagnosticaron  cdncer  en  el  seno? 


Protestante  1 

Catdlica  2 

Judfa  3 

Isldmica/Musulmana  4 

Budista  5 

Culto  Ancestral  6 

Otra  _ _ _ _  7 

Combinacidn  _ _  8 

No  tiene  preferencia  9 

Ninguna  10 


d.  ^Cerca  del  raoraento  cuando  le  diagnosticaron  cdncer  en  el  seno  qu6  clase  de  seguro  mddico  o 
cobertura  tenfa,  si  alguna,  por  ejeraplo  Kaiser,  Health  Net,  Take  Care,  Blue  Cross,  Blue 
Shield,  MediCal  o  MediCare? 


De  Gobiemo  (MediCal,  MediCare,  Adrainistracidn  de 


Veteranos)  1 

Seguro  Privado  o  HMO _  2 

Ninguno  3 

No  sabe  9 


48 .  ^Hasta  qu6  grado  llegd  en  la  escuela,  no  incluya  clases  de  ingles  y  enlrenaraiento  para  el 

trabajo? 


Ninguno  1 

Primaria  2 

Secundaria  Bdsica  3 

Secundaria  4 

Algo  de  Universidad  5 

Grado  Universitario  6 

Escuela  de  Graduados  7 

No  sabe  9 


20 


Finalmcnte,  tcngo  una  prcgunta  accrca  del  ingrcso  cn  su  hogar.  Nosotros  entetvdcmos  quc  puede  ser 
diffcil  calcular  el  ingrcso.  Sin  embargo,  esta  infonnacidn  nos  va  a  ayudar  a  entender  raejor  los 
faciorcs  quc  influycn  cn  la  cscogencia  de  tratamientos  cn  nucs^  comunidad.  Esta  informacidn.  lo 
mismo  que  todos  los  otros  datos,  scrd  estrictamenie  confidcncial. 


49.  ^Durante  el  pasado  ano  (199 _ ),  cudnias  personas  dependieron  del  ingreso  total  en  su  hogar? 


50.  For  favor  calcule  el  ingreso  total  aproxiraado  en  su  hogar,  antes  de  la  deduccidn  de  impuestos, 

en  el  ultimo  ano,  199 _ .  For  favor  incluya  dinero  recibido  por  su  salario,  pagos  de  seguro 

social  bcneficios  por  pensidn  de  retiro,  beneficios  por  deserapleo,  prograraas  de  ayuda  social, 
etc.  Diria  que  el  ingreso  fu6:  (LEA  TOD  AS  LAS  CATEGORIAS) 


Menos  de  $  10,C)(X)  1 

$10,001 -$20,000  2 

$20,001 -$40,000  3 

$40,001 -$60,000  4 

$60,001  0  mis  5 

Se  neg6  a  contestar  8 

No  sabe  9 


5 1  ^Tiene  Ud.  dos  personas  amigas  o  familiares,  a  quienes  nosotros  podaraos  contactar  en  caso  de 
que  Ud.  se  raude  y  nosotros  necesitemos  ponernos  en  contacto  con  Ud.?  ^Cuiles  son  sus 
nombres  y  numeros  de  teldfono? 


Nombrc  Numero  de  teldfono 


1). 

2). 


52.  Esas  son  todas  las  preguntas  que  tengo  para  Ud.  ^Tiene  algdn  comentario  o  pregunta? 


53.  (NOLO  LEA)  ^Pidi6  esta  persona  los  resullados? 

Sf  1 

No  2 


MUCHISIMAS  GRACIAS  POR  SU  PARTICIPACION 
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Appendix  11 


M.D.  Letter 


,  1995 


,M.D. 

Address 

San  Francisco,  CA  941 


Dear  Dr.  ; 


We  are  conducting  an  epidemiologic  study  to  determine  the  use  of  alternative  and  conventional 
therapies  by  breast  cancer  patients.  This  population-based  study  includes  women  in  four  ethnic 
groups  living  in  San  Francisco  County  who  were  newly  diagnosed  with  breast  cancer  during  the 
period  1990  to  1992.  Participation  involves  a  single,  30-minute  telephone  interview  concerning 
use  of  therapies  as  well  as  potential  influences  on  use,  such  as  age,  acculturation,  education, 
income,  religion,  and  social  support. 

We  obtain  the  names  of  patients  from  the  California  Tumor  Registry,  the  agency  mandated  by  the 
State  to  collect  tumor  data.  Prior  to  contacting  patients,  we  routinely  ask  their  physicians  about 
any  medical  contraindications  to  approaching  them.  You  were  listed  as  the  physician  of  record 

for _ .  If  you  feel  there  are  medical  contraindications  to  our  making  initial  contact  with 

her  by  letter,  please  call  me  at  (415)  476-0743.  If  I  do  not  hear  from  you  within  two  weeks,  I  will 
assume  that  there  are  no  contraindications  to  our  approaching  this  patient.  We  will  then  send  a 
letter  explaining  our  study  to  her. 

Our  multi-lingual  trained  interviewers  are  sensitive  to  challenges  faced  by  cancer  patients.  They 
will  conduct  the  interview  at  a  time  convenient  to  each  subject.  All  records  will  be  handled  as 
confidentially  as  possible.  No  patient  or  physician  will  be  identified  by  name  to  anyone  outside 
our  research  unit.  A  subject  may  refuse  to  participate  at  any  time.  We  expect  that  most  subjects 
will  be  glad  to  contribute  to  cancer  research  by  helping  with  our  study. 

I  greatly  appreciate  your  assistance.  Please  feel  free  to  call  me  if  you  would  like  any  further 
information  about  this  study. 

Sincerely, 


Marion  Lee,  Ph.D. 

Principal  Investigator 
Associate  Professor 
of  Epidemiology  and  Biostatistics 


M.  D.  Letter  (Deceased  Patient) 


August  ,  1995 


,M.D. 

Address 

City 


Dear  Dr. 


We  are  conducting  an  epidemiologic  study  to  determine  the  use  of  alternative  and  conventional 
therapies  by  breast  cancer  patients.  This  population-based  study  includes  women  in  four  ethnic 
groups  living  in  San  Francisco  County  who  were  newly  diagnosed  with  breast  cancer  during  the 
period  1990  to  1992.  Participation  involves  a  single,  30-minute  telephone  interview  concerning 
use  of  therapies  as  well  as  potential  influences  on  use,  such  as  age,  acculturation,  education, 
income,  religion,  and  social  support. 

We  obtain  the  names  of  patients  from  the  California  Tumor  Registry,  the  agency  mandated  by  the 
State  to  collect  tumor  data.  Prior  to  contacting  patients  or  their  next  of  kin  (if  deceased),  we 
routinely  ask  their  physicians  about  any  medical  contraindications  to  approaching  them.  You 

were  listed  as  the  physician  of  record  for _ .  If  you  feel  there  are  any  medical 

contraindications  to  our  making  initial  contact  with  her  next  of  kin  by  letter,  please  call  me  at 
(415)  476-0743.  If  I  do  not  hear  from  you  within  two  weeks,  I  will  assume  that  we  can  approach 
this  patient’s  relative.  We  will  then  send  a  letter  explaining  our  study  for  proxy  interview. 

Our  multi-lingual  trained  interviewers  are  sensitive  to  challenges  faced  by  cancer  patients  and  their 
family.  They  will  conduct  the  interview  at  a  time  convenient  to  each  subject.  All  records  will  be 
handled  as  confidentially  as  possible.  No  patient  or  physician  will  be  identified  by  name  to  anyone 
outside  our  research  unit.  A  subject  may  refuse  to  participate  at  any  time.  We  expect  that  most 
subjects  will  be  glad  to  contribute  to  cancer  research  by  helping  with  our  study. 

I  greatly  appreciate  your  assistance.  Please  feel  free  to  call  me  if  you  would  like  any  further 
information  about  this  study. 

Sincerely, 


Marion  Lee,  Ph.D. 

Principal  Investigator 
Associate  Professor 
of  Epidemiology  and  Biostatistics 


CHOICES  OF  BREAST  CANCER  THERAPIES  IN  FOUR  ETHNIC  GROUPS  9/94 

Consent  To  Be  A  Research  Subject 

A.  Purpose  and  Background 

Dr.  Marion  Lee  and  her  colleagues  from  the  University  of  California  are 
conducting  a  study  to  learn  the  prevalence  of  use  of  breast  cancer  therapies 
including  conventional,  alternative  and  unconventional  treatments  among  400 
patients  diagnosed  with  breast  cancer  representing  four  ethnic  groups  in  San 
Francisco.  The  study  was  funded  by  U.S.  Army  Medical  Research  and  Material 
Command.  The  study  will  also  determine  if  factors  such  as  age,  ethnicity, 
acculturation,  income,  education,  religion,  social  support  and  some  breast 
cancer  prognostic  factors  on  the  use  of  different  therapies. 

B.  Procedures 

I  will  receive  a  letter  explaining  the  study  and  will  be  asked  to 
participate  in  a  30  minutes  telephone  interview  conducted  by  the  language  of 
my  choice. 

C.  Risk  and  Discomfort 

No  sensitive  information  will  be  solicited  and  no  health  risks  are 
involved. 

D.  Benefits 

There  is  no  direct  benefit  for  my  participation.  However  results  from 
this  study  will  benefit  breast  cancer  patients  in  general  by  providing 
important  data  for  the  use  and  outcome  of  alternative  therapies. 

E.  Cost 

There  will  be  no  cost  to  me  for  my  participation. 

F.  Confidentiality 

My  research  records  will  be  handled  as  confidential  as  possible.  All 
records  will  be  coded  and  kept  in  locked  files  so  that  only  study 
investigators  have  access  to  them.  No  individual  identification  will  be  used 
in  any  reports  or  publications.  Representatives  from  the  U.S.  Army  Medical 
Research  And  Material  Command  can  review  my  research  records  as  part  of  their 
responsibility  to  protect  human  subjects  in  research. 

G.  Consent  for  Participation  is  Voluntary 

I  Have  the  right  to  decline  to  participate  or  to  withdraw  at  any  point 
in  this  study  without  any  jeopardy.  If  I  wish  to  participate,  I  should  sign 
below  and  I  have  been  provided  a  copy  of  this  consent  form  to  keep.  I  am 
authorized  all  necessary  medical  care  for  injury  or  disease  which  is  the 
proximate  result  of  my  participation  in  this  research.  The  U.S.  Army  requires 
that  UCSF  provide  such  medical  care  when  conducting  research  with  private 
citizens.  Other  than  medical  care  that  may  be  provided,  1  will  not  receive 
any  compensation  for  my  participation  in  this  research  study;  however,  I 
should  understand  that  this  is  not  a  waiver  or  release  of  my  legal  rights. 


PLEASE  INITIAL  AND  DATE  THIS  PAGE  OF  THE  CONSENT  FORM  TO  INDICATE  YOU  HAVE 

READ  AND  UNDERSTOOD.  Subject _ ,  Date _ 

Witness _ ,  Date _ 


1 


CHOICES  OF  BREAST  CANCER  THERAPIES  IN  FOUR  ETHNIC  GROUPS  9/94 
Consent  to  Be  a  Research  Subject  (continued) 


H.  Questions 

This  study  has  been  explained  to  me  and  my  questions  are  answered.  If  I 
have  any  other  question  about  the  study,  I  may  call  Or.  Lee  at  476-0743.  For 
information  about  being  a  research  subject,  I  may  call  the  office  of  the 
committee  on  Human  Research  at  UCSF,  476-1814. 


(Subject's  Signature) 


(Date) 


(Subject's  printed  name) 


(Subject's  permanent  address) 


(Witness's  signature) 


(Date) 


(Witness's  printed  name) 


H6442-09964-01 


2 


Contact  Letter  for  Patient 


August ,  1995 


Name 

Address 

City 

Telephone 

Dear  Ms. _ : 

We  would  like  your  help  with  a  research  study  being  conducted  by  the  University  of  California, 
San  Francisco.  The  purpose  of  this  study  is  to  increase  our  knowledge  of  which  treatments  and 
therapies  are  used  by  women  who  have  had  breast  cancer.  Therefore,  we  are  interviewing  women 
who  were  diagnosed  in  San  Francisco  with  breast  cancer  during  the  time  period  January  1990 
through  December  1992.  We  obtained  your  name  from  the  California  Tumor  Registry.  Your 
physician, _ ,  M.D.,  has  been  contacted  and  agreed  for  us  to  approach  you. 

Your  participation  in  this  study  would  be  greatly  appreciated.  It  would  consist  of  a  single 
telephone  interview  lasting  about  twenty  minutes,  concerning  your  choice  of  therapies,  feelings 
about  health  care,  health  status,  ethnicity,  education,  and  family  and  friend  support.  The 
information  you  provide  will  be  kept  as  confidential  as  much  as  possible,  and  your  name  will  not 
appear  in  any  report  or  publication  resulting  from  this  study.  Your  participation  is  entirely 
voluntary.  The  interview  will  take  place  at  a  time  convenient  for  you,  and  you  may  refuse  to 
answer  any  question  or  stop  the  interview  at  any  time. 

We  hope  you  will  help  us  with  this  study,  as  each  person's  experience  adds  valuable  information  in 
the  effort  to  provide  the  most  effective  cancer  therapies. 

Within  the  next  week,  one  of  our  experienced  interviewers  will  call  to  see  if  you  are  willing  to 
participate  in  the  study,  and  if  so,  to  interview  you  then  if  the  time  is  convenient,  or  to  arrange 
another  time  for  the  interview.  Please  feel  free  to  ask  her  any  questions,  or  you  may  call  me 
collect.  Also,  if  you  do  not  want  to  participate,  please  call  me  at  (415)  476-0743  and  we  will 
not  contact  you.  If  your  current  telephone  number  diflers  from  the  one  listed  above,  we 
would  appreciate  it  if  you  would  call  our  office  to  give  us  the  number  where  you  may  be 
reached. 

You  may  talk  with  someone  regarding  you  as  a  research  subject  at  the  Committee  on  Human 
Research  by  calling  (415)  476-1814.  Thank  you  very  much  for  your  attention  to  this  letter,  We 
look  forward  to  speaking  with  you. 

Sincerely, 


Marion  Lee,  Ph  D. 

Principal  Investigator 

Associate  Professor  of  Epidemiology  and  Biostatistics 
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Mirion  Lee.  Ph.D. 

Principtl  Investigator 
Associate  Professor 
of  Epidemiology  and  Biostatistics 


Proxy  Letter 


August  ,  1995 


Family  of _ 

Address 

City 

Telephone 

Dear  Family  of _ ; 

We  would  like  your  help  with  a  research  study  being  conducted  by  the  University  of  California, 
San  Francisco.  The  purpose  of  this  study  is  to  increase  our  knowledge  of  which  treatments  and 
therapies  are  used  by  women  who  have  had  breast  cancer.  Therefore,  we  are  interviewing  women 
who  were  diagnosed  in  San  Francisco  with  breast  cancer  during  the  time  period  January  1990 
through  December  1992.  We  obtained  your  name  from  the  California  Tumor  Registry. 

_ ’s  physician, _ ,  M.  D.,  has  been  contacted  and  agreed  for  us  to  approach  you. 

Your  participation  in  this  study  would  be  greatly  appreciated.  It  would  consist  of  a  single 
telephone  interview  lasting  about  twenty  minutes,  concerning  your  choice  of  therapies,  feelings 
about  health  care,  health  status,  ethnicity,  education,  and  family  and  friend  support.  The 
information  you  provide  will  be  kept  as  confidential  as  much  as  possible,  and  your  name  will  not 
appear  in  any  report  or  publication  resulting  from  this  study.  Your  participation  is  entirely 
voluntary.  The  interview  will  take  place  at  a  time  convenient  for  you,  and  you  may  refuse  to 
answer  any  question  or  stop  the  interview  at  any  time. 

We  hope  you  will  help  us  with  this  study,  as  each  person's  experience  adds  valuable  information  in 
the  effort  to  provide  the  most  effective  cancer  therapies. 

Within  the  next  week,  one  of  our  experienced  interviewers  will  call  to  see  if  you  are  willing  to 
participate  in  the  study,  and  if  so,  to  interview  you  then  if  the  time  is  convenient,  or  to  arrange 
another  time  for  the  interview.  Please  feel  free  to  ask  her  any  questions,  or  you  may  call  me 
collect.  Also,  if  you  do  not  want  to  participate,  please  call  me  at  (415)  476-0743  and  we  will 
not  contact  you.  If  your  current  telephone  number  differs  from  the  one  listed  above,  we 
would  appreciate  it  if  you  would  call  our  olTice  to  give  us  the  number  where  you  may  be 
reached. 

You  may  talk  with  someone  regarding  you  as  a  research  subject  at  the  Committee  on  Human 
Research  by  calling  (415)  476-1814.  Thank  you  very  much  for  your  attention  to  this  letter.  We 
look  forward  to  speaking  with  you. 

Sincerely, 


Marion  Lee,  Ph  D. 

Principal  Investigator 

Associate  Professor  of  Epidemiology  and  Biostatistics 
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Sincerely, 


Marion  Lee.  Ph  D. 
Princinal  Invesfipafnr 


Carta  para  conlactar  a  la  paciente 


August  ,  1995 

Name 

Address 

City 

Telephone 


Querida  Sra./Srta. _ ; 

Nos  gustaria  que  nos  ayudara  con  un  estudio  de  investigacion  dirigido  por  la  Universidad  de 
California,  San  Francisco.  El  proposito  de  este  estudio  es  aumentar  nuestro  conocimiento  sobre 
que  tratamientos  y  terapias  son  usados  por  mujeres  quienes  han  tenido  cancer  en  el  seno.  Por  lo 
tanto,  estamos  entrevistando  mujeres  a  quienes  les  han  diagnosticado  cancer  en  el  seno  en  San 
Francisco  durante  el  periodo  de  tiempo  entre  Enero  de  1990  y  Diciembre  de  1992.  Nosotros 

obtuvimos  su  nombre  en  el  California  Tumor  Registry.  Su  doctor, _ ,  M.D.,  ha  sido 

contactado  y  estuvo  de  acuerdo  con  que  nosotros  nos  comunicaramos  con  Ud. 

Su  participacion  en  este  estudio  seria  altamente  agradecida.  Esta  consistiria  de  una  sola 
entrevista  telefonica  de  una  duracion  de  aproximadamente  veinte  minutos  relacionada  con  su 
preferencia  sobre  terapias,  sus  sentimientos  acerca  del  cuidado  de  la  salud,  estado  de  la  salud, 
origen  etnico,  educacion  y  apoyo  de  la  familia  y  los  amigos.  La  informacion  que  nos  proporcione 
se  mantendra  tan  confidencial  como  sea  posible  y  su  nombre  no  va  a  aparecer  en  ningun  reporte 
0  publicacion  que  resulte  de  este  estudio.  Su  participacion  es  completamente  voluntaria.  La 
entrevista  tomara  lugar  a  una  hora  que  a  Ud.  le  convenga  y  Ud.  puede  rehusarse  a  contestar 
cualquier  pregunta  o  parar  la  entrevista  en  cualquier  momento. 

Nosotros  esperamos  que  nos  ayude  con  este  estudio,  ya  que  la  experiencia  de  cada  persona 
ahade  informacion  valiosa  en  el  esfuerzo  de  proporcionar  las  terapias  mas  efectiva  para  combatir 
el  cancer. 

La  proxima  semana,  una  de  nuestras  experimentadas  entrevistadoras  la  va  a  llamar  para  ver  si 
Ud.  esta  dispuesta  a  participar  en  el  estudio  y,  si  Ud.  lo  esta,  la  entrevistara  en  ese  momento  si  la 
hora  es  conveniente  para  Ud. ,  o  acordaran  en  otra  hora  para  la  entrevista.  Por  favor  no  deje  de 
hacerle  cualquier  pregunta  que  tenga  o  tambien  Ud.  puede  llamarme  sin  cargo  alguno  para  Ud. 
(collect).  Tambien,  si  usted  no  quiere  participar,  por  favor  Iliimeme  al  (415)  476-0743  y  no  le 
llamaremos.  Si  su  numero  de  telefono  es  diferente  del  que  aparece  en  la  parte  de  arriba  de 
esta  carta,  le  agradeceriamos  que  llamara  a  nuestra  oficina  para  que  nos  d^  el  nOmero  en  el 
que  la  podamos  contactar. 

Ud.  puede  hablar  con  alguien  en  relacion  con  su  participacion  como  sujeto  de  investigacion,  en  el 
Comite  de  Investigaciones  Humanas  llamando  al  (415)  476-1814.  Muchas  gracias  por  su 
atencion  a  esta  carta  y  esperamos  hablar  pronto  con  Ud. 


Sinceramente, 


Marion  Lee,  Ph.D. 

Investigador  Principal 
Profesor  Asociado  de 
Epidemiologia  y  Bioestadisticas 


Appendix  III 


INTERVIEWER’S  TRAINING  MANUAL 
CHOICES  OF  BREAST  CANCER  TREATMENTS 
IN  FOUR  ETHNIC  GROUPS 


I .  OVERVIEW  OF  THE  STUDY 
A.  Background 

The  San  Francisco  Bay  Area  is  not  only  rich  in  ethnic  and  cultural 
diversity  but  also  is  at  the  forefront  of  alternative  medical  practices. 
Yet,  reliable  and  comparable  data  on  use  and  choices  of  cancer 
therapies  in  the  four  ethnic  populations  have  not  been  developed. 
This  study  proposes  to  systematically  determine  the  prevalence  of 
utilization  of  conventional  and  unconventional  breast  cancer 
treatments  through  telephone  interviews  with  approximately  400 
breast  cancer  patients  diagnosed  between  1990  and  1992 
representative  of  four  ethnic  groups  (Whites,  Blacks,  Hispanics, 
and  Chinese-Americans)  in  San  Francisco.  Our  long  range  goal  is  to 
assess  outcomes  including  cost,  quality  of  life,  recurrence  and 
survival  among  breast  cancer  patients  in  the  four  ethnic  groups. 

B.  Objectives 

1.  To  determine  the  types  of  conventional  and  unconventional 
therapies  used  by  women  in  the  four  different  ethnic  groups 
in  San  Francisco  who  were  diagnosed  with  breast  cancer 
between  1990  and  1992. 

2.  To  determine  the  prevalence  of  use  of  conventional  and 
unconventional  cancer  therapies  alone  or  in  combinations. 

3.  To  assess  the  frequency  and  length  of  use  of  various  medical 
care  alternatives  before  and  after  cancer  diagnosis 
confirmation. 
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4.  To  detcnninc  the  influences,  if  any,  of  ethnicity,  nativity 
(foreign  bom  vs.  US  bom),  length  in  the  US,  acculturation, 
family  income,  education,  religion,  social  support,  health 
insurance  status,  first  degree  family  history  of  breast  cancer, 
age  at  diagnosis,  on  the  use  of  different  therapies. 


C  Number  of  interviews  to  be  completed 

We  will  conduct  a  population-based  cross-sectional  telephone 
survey  of  White,  Black  Hispanic,  and  Chinese-American  breast 
cancer  patients  or  their  proxies.  Approximately  a  total  of  100 
complete  interviews  from  each  ethnic  group  is  expected. 

Because  of  the  limited  number  of  subjects  in  the  Black,  Hispanic, 
and  Chinese  groups,  effort  to  increase  participation  is  highly  needed. 


D.  Projected  time-line  for  data  collection 

We  plan  to  begin  interviewing  from  March  1,  1995  and 
expect  to  complete  the  interviews  by  December,  1995. 


E.  Case  Selection 

Eligible  women  will  include  those  who  were  (1)  newly  diagnosed 
with  primary  breast  cancer,  either  carcinoma-in-situ  or  invasive 
between  January  1990  and  December  1992;  (2)  identified  on  the 
tumor  registry  abstract  form  as  non-Hispanic  Whites,  Hispanics, 
Blacks  or  Chinese;  (3)  living  in  San  Francisco  at  diagnosis.  Cases 
will  be  identified  through  the  tumor  registry  of  Northern  California 
Cancer  Center  which  is  part  of  the  Surveillance,  Epidemiology  and 
End  Results  (SEER)  program. 


2 


II. 


ADMINISTRATION  OF  THE  QUESTIONNAIRE 

A.  Reading  and  asking  the  questions 

You  should  remain  neutral  and  objective  during  the  interviews.  All 
the  questions  should  be  read  and  asked  exactly  as  worded,  in  order 
to  assure  reliability,  no  matter  who  asks  the  questions.  If  the 
questions  are  not  asked  identically  to  each  respondent,  the  answers 
to  a  given  question  would  not  be  comparable,  because  each 
respondent  may  interpret  the  question  differenUy;  therefore,  there 
should  not  be  any  paraphrasing  or  rewording  of  the  questions. 

All  the  questions  should  be  read  in  a  natural  manner.  It  is  always  a 
good  idea  to  practice  reading  all  the  questions  until  they  sound 
natural  to  the  respondents.  Always  follow  the  sequence  of  the 
questions.  Read  the  questions  slowly.  If  the  question  is  not 
understood,  repeat  the  question  exactly  as  stated.  Do  not  try  to 
rephrase  the  question  in  order  to  make  it  more  understandable 
to  the  respondent. 

B.  Instructions 

All  the  instructions  are  CAPITALIZED;  AND  THEY  ARE  NOT  TO  BE 
READ  to  the  respondents. 

All  the  response  categories  are  not  to  be  read  unless  specified  in  the 
instructions. 

C  Administrating  the  Questionnaire 
INTRODUCnON 

Request  to  speak  with  the  designated  respondent  If  the  person  on 
the  phone  is  the  designated  respondent/when  the  designated 
respondent  comes  to  the  phone,  confirm  her  name,  introduce 
yourself  (  READ  THE  TELEPHONE  CONSENT  SCRIPT)  and  proceed  to 
Ql.  If  the  respondent  is  not  available,  call  back  some  other  time. 

Refer  all  the  research  questions  to  Dr.  Marion  Lee  at  (415)  476-0743. 
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*  If  a  proxy  is  interviewed,  use  “she”  or  “her”  instead  of  “you” 
and  “your”. 

*  Use  9’s  to  designate  DK  or  Do  Not  Recall. 

*  USE  A  PENSIL  TO  RECORD  THE  ANSWERS. 

Q1  Confirm  the  eligibility  of  the  respondent.  If  the  respondent  has 
never  been  diagnosed  with  breast  cancer,  thank  her  and 
terminate  the  interview. 

Q2  Self-explanatory.  Record  the  month  and  the  year  of  the  breast 
cancer  diagnosis. 

Q3  Self-explanatory. 

Q4/Q5 

Self-explanatory.  READ  ALL  RESPONSE  CATEGORIES. 

Q6  READ  ALL  RESPONSE  CATEGORIES.  If  the  response  is 
"By  yourseir,  skip  to  Q7b.  Otherwise,  go  to  Q7a. 

Q7a  If  the  response  is  "No",  skip  to  Q8.  Otherwise,  go  to  Q7b  and 
record  verbatim. 

Q7b  Record  what  the  respondent  says. 

Q7c  Record  either  the  number  of  days  (if  less  than  one  month)  or 
the  number  of  months  (if  one  month  or  more). 

Q8  Circle  ONE  response  (YES/NO/DK)  for  EVERY  question. 

READ  ALL  RESPONSE  CATEGORIES. 

y 

8f  If  the  response  is  "Yes",  record  the  name  of  the  dietary 
therapy. 

Q9  If  the  response  is  "Yes",  record  the  name  of  the  treatment(s) 
and/or  therapy(ies). 
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QIO  -  Q25 

*  Check  the  answers  in  Q8. 

*  Ask  the  question  vertically  (from  top  to  bottom)  for 

all  the  treatments  and/or  therapies  that  the  respondent 
says  “yes”  to  in  Q8. 

*  Conventional  treatments  are  listed  on  pages  4  to  7. 

All  other  treatments/therapies  are  listed  on  pages  8  to  15 
(use  additional  pages  if  there  are  more  than  4  unconventional 
treatments/therapics). 

Surgerv/Reconstructive _ Surgery/.Chemothcrapy/Radiation 

10a  FOR  SURGERY: 

Ask  question  a  through  d. 

If  the  response  is  "Yes",  ask  "How  many"  and  record  the 
number  of  times  receiving  the  particular  surgery. 

If  the  respondent  has  had  more  than  one  kind  of  the  surgeries, 
choose  the  most  severe  type  of  surgery  and  ask  the  rest  of  the 
questions  base  on  the  most  sever  type  of  surgery. 

The  severity  of  the  surgeries  are  in  ascending  order.  In  other 
words.  Radical  mastectomy  is  more  severe  than  Modified 
radical  mastectomy,  MRM  is  more  severe  than  Lumpectomy, 
and  Lumpectomy  is  more  severe  than  Biopsy. 

FOR  RECONSTRUCTIVE  SURGERY 

If  the  response  is  "No",  skip  to  the  next  treatment  that  the 
respondent  has  had.  Otherwise,  ask  "When"  and  record  the 
date  of  receiving  reconstructive  surgery. 
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10b  DO  NOT  ASK  THIS  QUESTION  FOR  SURGERY  AND 
RECONSTRUCTIVE  SURGERY. 


FOR  CHEMOTHERAPY  AND  RADIATION,  record  the  number 
days  (if  less  than  a  month),  the  number  of  months  (if  less  than 
a  year),  or  the  number  of  years. 

Q19a  If  the  response  is  "No"  or  "Dk",  skip  to  Q20a.  Otherwise,  go 
to  Q19b. 

Q19b  If  the  response  in  Q19a  is  "Yes",  ask  this  question  and  record 
verbatim. 

Q20a  If  the  response  is  "No"  or  "Dk",  skip  to  Q21.  Otherwise,  go 
to  Q20b. 

Q20b  If  the  response  in  Q20a  is  "Yes",  ask  this  question  and  record 
verbatim. 

Q21  Self-explanatory. 

Q22  FOR  SURGERY  AND  RECONSTRUCTIVE  SURGERY,  READ: 

"How  far  in  round  trip  distance  and/or  total  time  did  you  have 
to  travel  to  receive  (treatment)?" 

FOR  CHEMOTHERAPY  AND  RADIATION,  READ: 

"How  far  in  round  trip  distance  and/or  total  time  did  you  have 
to  travel  EACH  TIME  to  receive  (treatment)?" 

Record  the  number  of  miles  and/or  the  number  of  minutes. 

Q23  If  the  response  is  "Yes",  skip  Q24b  and  go  to  the  next 
treatment.  Otherwise,  ask  Q24b. 

Q24b  Record  the  TOTAL  amount  of  payment  that  the  subject  is 
responsible  for  and  go  to  the  next  treatment. 
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Other  treatments/therapitj 


Record  the  name  of  each  treatment/therapy  which  the 
respondent  has  had  before  asking  the  questions. 

Qll  Self-explanatory.  Record  verbatim. 

Q12  If  the  response  is  "By  others",  ask  the  respondent  to  specify 
the  person  who  provided  the  treatment. 

Q13  ALLOW  MULTIPLE  ANSWERS. 

Ask  the  respondent  to  specify  the  source(s)  if  the  response(s) 
is/are  "Health  professional"  and/or  "Other". 

Q14  Self-explanatory.  If  the  response  is  "No",  skip  to  Q16a. 
Otherwise,  go  to  Q15. 

Q15/Q16a/Q16b 

Self-explanatory. 

Q17  If  the  response  is  "Yes",  skip  to  Q  19.  Otherwise  ,  go  to  Q18. 

Q18  If  the  response  does  not  fit  into  the  7  response  categories, 

record  the  reason  for  stop  using  the  treatment  next  to.  “Other”. 

Q19  to  Q23 

SEE  INSTRUCTIONS  FOR  Surgery/Reconstructive  surgery/ 
Chemotherapy/Radiation. 

Q24a  Record  the  AVERAGE  amount  of  payment  for  EACH  VISIT. 

Q24b  Record  the  TOTAL  amount  of  payment  for  the  treatment. 

Q25  Self-explanatory.  After  asking  this  question,  go  to  the  next 
treatment  until  all  “yes”  from  Q8  are  covered. 
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Q26  Circle  ONE  response  (YES/NO/DK)  for  EVERY  question. 

For  Q26in,  if  the  response  is  "Yes",  record  the  name(s)  of  the 
condition(s)  or  symptom(s). 

Q27  Self-explanatory. 

Q28  If  the  response  is  “None”,  put  down  “0”  and  skip  to  Q30. 
Otherwise,  go  to  Q29. 

Q29  Self-explanatory,  If  the  response  is  “Yes”,  record  the  number 
of  sisters  who  had  breast  cancer. 

Q30  If  the  response  is  “None”,  put  down  “0”  and  skip  to  Q32. 
Otherwise,  go  to  Q31. 

Q31  Self-explanatory.  If  the  response  is  “Yes”,  record  the  number 
of  daughters  who  had  breast  cancer. 

Q32  Self-explanatory.  If  the  response  is  “Yes”,  specify  whether  it 
was  the  paternal,  maternal,  or  both  grandmothers  who  had 
breast  cancer, 

Q33  Self-explanatory. 

Q34  Ask  this  question  ONLY  IF  the  response  is  “Yes”  in  Q27 

and/or  Q29  and/or  Q31  and/or  Q32  and/or  Q33.  Otherwise, 
skip  to  Q35. 

Q35  READ  ALL  RESPONSE  CATEGORIES. 

Circle  ONE  response  (YES/NO/DK)  for  EVERY  question.  If  there 
respondent  had  participated  in  any  other  groups,  record  the 
name(s)  of  the  group(s). 

Q36  Self-explanatory. 
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Q37  READ  ALL  RESPONSE  CATEGORIES. 

Circle  ONE  response  (Poor/Fair/Good/Very  Good/Excellent)  for 
EVERY  question. 

Q38  Self-explanatory. 

Q39  READ  ALL  RESPONSE  CATEGORIES. 

Circle  ONE  response  (Started/Stopped/Continued  to  do/ 
Continued  not  to  do)  for  EVERY  question. 

Q40  Record  the  age  when  respondent  had  her  FIRST  menstrual 
period. 

Q41  If  the  response  is  “No”,  skip  to  Q43.  Otherwise,  go  to  Q42. 

Q42  Record  the  age  when  respondent  had  her  LAST  menstrual 
period. 

Q43  Record  the  number  of  times  that  the  respondent  have 
been  pregnant. 

Q44  If  the  respondent  were  bom  in  U.S.A.,  skip  to  Q46. 

Otherwise,  go  to  Q45. 

Q45/Q46/Q47a/Q47b 

Self-explanatory. 

Q47c  If  the  response  is  “Other”  or  “Combination”,  record  the  name(s) 
of  the  religion(s). 

Q47d  If  the  respondent  had  private  insurance  or  HMO,  record  the 
name  of  the  health  care  coverage/health  insurance. 
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Q48  Self-explanatory. 

Q49  READ:  “During  the  last  year  1994.  how  many  people  depended 
on  your  total  household  income?” 

Record  the  number  of  dependents,  including  respondent  herself. 

Q50  Last  year  =  1994.  READ  ALL  RESPONSE  CATEGORIES. 

Q5 1  Record  the  names  and  the  phone  numbers  of  two  close  friends 
or  relatives  of  the  respondents. 

Q52  Record  verbatim. 

Q53  DO  NOT  READ  THIS  QUESTION  TO  THE 
RESPONDENT! 


THANK  THE  RESPONDENT  FOR  HER  TIME  AND  HER 
PARTICIPATION  AND  END  THE  INTERVIEW. 
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